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Primary goal of the NCI 
DCCPS health 

informatics initiative

To transform research in cancer control and 
population sciences by using the benefits of health 
informatics to

Improve the efficiency and reduce the difficulties 
of conducting research
Increase cross-disciplinary and collaborative 
research, especially through the use of standards 
and common platforms
Create opportunities for data and other linkages 
Increase capacity for research and the use of 
research to understand mechanisms of cancer 
causation, monitor the burden of cancer, develop 
interventions to prevent cancer, detect it earlier, 
and reduce its consequences, and inform policy 
decisions



Trends influencing the 
need for a 

bioinformatics initiative

NIH data sharing policy
Collaboration occurring among 
scientists who may “speak different 
languages”
Growth of consortia
Need for “cross-walks” across existing 
studies
Epidemiology studies involve data from 
many content domain types: genotypes, 
biochemistries, clinical record, 
questionnaire data 



Trends influencing the 
need for a bioinformatics 

initiative (cont.)

Constant need to do research faster, 
better, cheaper
Need to translate from biology to 
epidemiology to prevention and back
NIH roadmap: Bioinformatics and 
Computational Biology 
Strong NCI bioinformatics development 
efforts in other areas, e.g., HAPMAP



Scope of DCCPS 
Health Informatics 

Initiative

Surveillance systems
Behavioral research
Intervention research
Cancer outcomes and quality of 
care
Cancer survivorship



NCI partners 

Division of Cancer Control and 
Population Sciences 
(DCCPS)(Extramural)
Division of Cancer Epidemiology 
and Genetics (DCEG)(Intramural)
Center for Bioinformatics (NCICB)



DCCPS and DCEG joint 
activities

Development of a Vocabulary Enterprise 
System for population sciences and 
cancer control concepts
A population sciences and cancer 
control “workspace” within the NCICB 
caBIG project
Models and applications, e.g., risk 
prediction workshop



Selected major initiatives 
of the NCI Center for 

Bioinformatics

caBIG
Enterprise vocabulary systems



caBIG
An initiative of the NCICB has as its purpose a 
common, extensible informatics platform that 
integrates diverse data types and supports 
interoperable analytic tools. Will allow research 
groups to tap into the rich collection of emerging 
cancer research data while supporting their 
individual investigations. Workspaces within the 
caBIG initiative are areas or virtual environments 
where caBIG pilot project activities will be 
grouped.  
DCCPS and DCEG are working towards 
implementation of a population sciences and 
cancer control workspace within caBIG to enhance 
both the research underway or supported by the 
two Divisions as well as that of other scientists 
engaged in cancer research 



Enterprise 
vocabulary system

The NCI EVS is set of services and 
resources that address NCI's needs for 
controlled vocabulary. It includes 
activities related to common data 
elements and the NCI Thesaurus and 
Metathesaurus, which is a biomedical 
thesaurus created specifically to meet 
the needs of the NCI, is produced by the 
NCI EVS project. 



Common Data 
Elements

The Common Data Elements (CDE) 
Dictionary contains a repository of 
detailed information pertaining to 
each standard element used to 
collect essential data related to 
cancer research 



Priority content 
domains

Tobacco use
Alcohol use
Diet
Physical activity
Body mass
Medications
Reproductive factors
Cancer screening



Nearly completed 
Common Data 

Elements

Age 
Sex
Race



Value of common data 
elements and an established 

caBIG workspace

Have available a repository of 
information about the data in studies
Can facilitate creation of 
questionnaires and forms 
Can compare data elements from 
different studies
Can cross-walk between studies if 
they have been added to the 
Enterprise Vocabulary System



Value of common data 
elements & an established 
caBIG workspace (cont.)

Can benefit from common data 
elements and thesauruses from other 
disciplines
Helps ensure that other disciplines 
can benefit from our knowledge about 
appropriate ways to collect 
information related to population 
sciences and cancer control



Cancer Family 
Registries 

Informatics Center
Contract to be let soon
Intended to make all Cancer Family 
Registry informatics practices consistent 
with NCI Center for Bioinformatics 
standards
Converts all of existing cancer family 
registry questionnaires and forms (e.g., 
family history information) into common 
data elements 
Will serve as a model for related efforts



Uncle Sam 
wants you!

• In an advisory capacity

• On common data 
elements working 
groups

Uncle Sam 
wants your 
questionnaires!

• Any cross-walking you have 
done

• Electronic format if possible



Some useful 
NCI Center for 

Bioinformatics websites

Home page http://ncicb.nci.nih.gov/
Cancer data standards repository 
http://ncicb.nci.nih.gov/core/caDSR
Common data elements browser: 
http://ncicb.nci.nih.gov/CDEBrowse
r/ (I used smok* as my search word)
NCI metathesaurus page: 
http://ncimeta.nci.nih.gov/indexMeta
phrase.html Click on “browse” to 
start.



Epidemiology and 
Genetics Research 
Program contact

Deborah M. Winn, Ph.D., Chief
Clinical & Genetic Epidemiology Research 
Branch 
Epidemiology and Genetics Research Program 
Division of Cancer Control and Population 
Sciences 
Executive Plaza North, Room 5134, MSC 7393 
6130 Executive Boulevard 
Bethesda, MD 20892-7393 (Regular mail) 
Rockville, MD 20852 
301-594-9499 (Voice) 
301-496-9600 (Main group number) 
301-435-5477 (Fax) 
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